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Abstract 
Background and Purpose 
The purpose of this project was to validate the content of the perinatal palliative care 
advance care birth plan (ACBP).  Families of these infants experience a myriad of emotions 
when faced with the diagnosis that their baby will not survive.  The healthcare team should 
support these families with a level of comfort and confidence.  Without a formalized program or 
document of families’ wishes and expectations, communication within the team of specialists 
and consultants can be challenging for the family and the healthcare team.  In order to provide 
ethical, psychosocial, spiritual, cultural and clinical care, a confident team requires coordination 
and organization. 
Methods 
Experts in perinatal bereavement, hospice and palliative care were asked to evaluate the 
content of the ACBP for clarity, comprehensiveness, and relevance.  Each section of the ACBP 
was evaluated and comments were extrapolated and trends identified to affect revisions to the 
document.   
Evaluation 
Prior to distributing the ACBP to the nationally recognized experts, professionals that 
would be utilizing the ACBP in a large university-based hospital system in the southern United 
States were asked to evaluate the ACBP for content and clarity.  Combined comments were 
extrapolated and revisions to the ACBP document were completed.  A letter included with the 
ACBP explained the evaluation process and need to validate the content of the ACBP. 
Running Head: CONTENT VALIDATION   4 
 
Clinical Implications/Recommendations 
The ACBP will provide a template for difficult conversations between the healthcare 
team and the family of these infants with life-limiting conditions.  The ACBP provides a bridge 
of communication with the entire healthcare team ensuring a comprehensive care model and 
structure.  Healthcare teams, patients and their families will have integrated, informed decision-
making capacity in the birth, life and death of their infant. 
Problem Identification and Significance 
The loss of a loved one, friend or relative is devastating.  The loss of a child can be 
overwhelming (Wool, 2013).  According to Rando (1993), “parental grief has been recognized as 
the most intense and overwhelming of all grief” (Wool, 2013, p.50).  When a family is faced 
with a prenatal diagnosis of a life-limiting anomaly, they are confronted with managing a 
plethora of mounting complexities.  Many healthcare providers feel unprepared and 
uncomfortable discussing the options available to these families, while continuing care 
provision, gathering support systems and organizing a comprehensive advance birth plan 
(Montero et al., 2011; Wool, 2013). 
In the United States in 2011, infant mortality was cited as 6.07 per 1,000 live births and 
the leading causes of those infant deaths were congenital malformations, deformations and 
chromosomal abnormalities (Centers for Disease Control and Prevention, 2014).  Advances in 
perinatal care have afforded the ability to detect, diagnose and provide information to families at 
earlier gestations of the pregnancy.  Families are faced with complex and difficult decisions 
surrounding a baby with life-limiting diagnoses.  The multidisciplinary healthcare team faces the 
challenges of supporting the families through the decision-making process, preparing them for 
the birth and assisting them through the grieving process.  While providing this emotional, 
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spiritual and social support to these families in a comprehensive model of care, the healthcare 
team encounters the ethical tenets of justice, beneficence, non-maleficence, informed consent, 
autonomy and respect for human dignity (Wool & Northam, 2011).   
Some members of the healthcare team may not be comfortable discussing all of the 
options with these families due to their conflicting ethical values.  Others may not be 
comfortable with their ability to ensure all facets of the care are reviewed, information is relayed 
and collaboration is demonstrated through all aspects of the pregnancy (Wool, 2012).  Nursing 
involvement in this process provides a venue for ethical decision-making and caring behaviors.  
When there is no involvement in this process, unresolved ethical/moral conflicts may erupt, 
resulting in moral distress (Caitlin, 2013; Engelder, Davies, Zeilinger & Rutledge, 2012; 
Williams, Munson, Zupancic & Kirpalani, 2008).  Moral distress defined as knowing the right 
ethical action but being prohibited from taking that action (Engelder et al., 2012; Hamric & 
Blackhall, 2007). 
The World Health Organization (WHO) (2014) posits that palliative care diminishes 
suffering for the family by early identification, continued assessment and treatment of the patient 
and the family unit.  Other views surrounding palliative care include affirming life while 
accepting death and offering support systems to help families.  Interventions should be directed 
to comfort and provide quality of life with the application of palliative care early in the course of 
illness.  Perinatal palliative care is a specialty devoted to the care to the fetus and family 
diagnosed with a life-limiting disorder in the prenatal period.  Perinatal palliative care, maternal-
fetal palliative care and perinatal hospice are used interchangeably (Munson & Leuthner, 2007). 
Although opinions exist regarding the support of an advance care birth plan (ACBP) to 
guide families and healthcare professionals through this experience, no evidence could be found 
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validating standard ACBP content.  No studies have been conducted generating empirical data 
regarding perinatal palliative care, inclusive care or contents of that model (Kiman & Doumic, 
2014).  This gap creates a precarious foundation as perinatal palliative care and hospice care 
services continue to evolve and integrate into healthcare systems.  
A literature search (Appendix A) brought forth limited research and information related 
to perinatal palliative care.  One article was found on Summon with PubMed yielding 110 
articles on perinatal palliative care.  A Boolean search on Summon generated no results and 
fourteen on PubMed for the term advanced care birth plan.  The Boolean search on Summon 
produced no results for the perinatal end of life care.  Perinatal neonatal bereavement program 
yielded 432 results.  CINAHL database search for perinatal bereavement produced 58 results, 
two results for the Boolean search of birth care plan and palliative care and 31 for the term 
perinatal palliative care.  PubMed database produced 110 results based on a search from the key 
words of perinatal palliative care.  No results were revealed with the key words of advanced care 
birth planning.  Further investigation in the abstracts and key words related to advanced care 
birth plan narrowed the applicable articles and research related to this project.   
Despite the sparse research validating the best model of care for perinatal palliative care, 
there are current practices and protocols utilized in the hospice and palliative care settings that 
can provide the foundation to a comprehensive, integrative plan of care for infants diagnosed 
with a life-limiting condition and their families (Balaguer, Martin-Ancel, Ortigoza-Escobar, 
Escribano & Argemi, 2012; Kiman & Doumic, 2014).  The End-of –Life Nursing Education 
Consortium (ELNEC) has a national mission to improve palliative care through education.  This 
ELNEC program overseen by the American Association of Colleges of Nursing (AACN), piloted 
the pediatric component in 2003 and incorporated the perinatal and neonatal content in 2009.  
Running Head: CONTENT VALIDATION   7 
 
The ELNEC education provides a curriculum developed and endorsed by experts, resources from 
the Institute of Medicine and National Consensus Project, however no reference to the Advance 
Care Birth Plan was noted.  The ELNEC training prepares healthcare professionals to address the 
end-of-life issues through eight modules and to train others in a variety of settings, facilities and 
specialties (American Association of Colleges of Nursing, 2015).   
Common themes emerging from the meager number of published research studies, case 
studies, and expert opinions in the field of perinatal palliative care describe components from 
established, evidence-based hospice and palliative care programs adapted for the perinatal care 
model.  The advance care birth plan (ACBP) offers a template for the anticipatory guidance of a 
multidisciplinary, integrative care team to provide these families with the information and 
environment of collaborative decision-making that is informed and ethically supported in 
addition to discussions surrounding the clinical/medical interventions (Balaguer et al., 2012; 
Kobler, Limbo, & Oakdale, 2012; Montero et al., 2011).  As these ethical dilemmas can often 
become challenging for the families and the healthcare team, the ACBP becomes the common 
thread initiating and providing the support to the healthcare team and the family to be involved in 
the development of a treatment plan that is patient and family centered (Wool & Dudek, 2013).  
The ACBP allows the families to gain a sense of control, discussing all the options and 
communicating their expectations, spiritual, emotional and psychosocial needs (Stenekes, Ens, 
Harlos, Chochinov & Mytopher, 2013).  Conflicts in values, ethics and treatment options can be 
identified before they become problematic for the family, the infant and the healthcare team.  
Through the communication and documentation of the ACBP, transparency emerges.  The 
ACBP can then be passed through the continuum of care from the antenatal to postpartum time 
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frame focusing care, diminishing repetitive questions, comments that seem to cause the 
resurgence of pain and grief for these families (Engelder et al., 2012).   
An ACBP can provide structure for a comprehensive assessment and documentation of 
shared information, social needs, desired care and individual needs of these families enhancing 
communication throughout the antepartum, intrapartum and postpartum continuum (English & 
Hessler, 2013; Wool, 2013; Besuner & Imhoff, 2007).  The American Academy of Pediatrics 
together with the American College of Obstetricians and Gynecologist, Committee on Bioethics 
(2011) have made recommendations and policy statements on the importance of the discussion 
between the parents and providers on options, interventions, palliative care and needs of the 
newborn (Wool, 2013).  Direct evidence regarding the best practice of advanced care birth 
planning is deficient however several studies, clinicians and organizations recognize the 
importance of prenatal planning when an infant with a life-limiting anomaly is expected (English 
& Hessler, 2013; McGrath, 2007).  With a cadre of specialists and providers involved in the 
continued care of this family, communication regarding the plan of care can be challenging and 
difficult (Wool & Dudek, 2013; Roush, Sullivan, Cooper & McBride, 2007).  Documented 
support for the care planning process in palliative care, hospice and in a perinatal palliative care 
model exists in regulations from the Joint Commission (2014) and continues through multiple 
perinatal palliative care experts (Wool & Northam, 2011; Wool & Dudek, 2013; English & 
Hessler, 2013). 
Purpose  
The purpose of this project was to validate the content of the ACBP (Appendix B).  The 
ACBP offers the opportunity for the healthcare team to engage in anticipatory guidance, 
collaborative decision making, ethical self-reflection and links communication for the care team 
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across the continuum of care.  The patient, family, and the all the members of the healthcare 
team benefit from advance care birth planning (Scanlon, 1998; McGrath, 2007).  The ACBP 
allows the professional nurse at the bedside to have access to the detailed expectations and needs 
of the family inviting the nurse to carry out the plan decreasing the uncomfortable conversations 
with the family having to repeat their wishes repetitively to a band of providers or to explain 
their requests under emergent time constraints.  It gives the nurse a template to provide the 
comfort care to the infant, compassion to the family making memories while supporting 
psychosocial, spiritual and cultural needs (McGrath, 2007).  The planning process sets the stage 
for participation and discussion of values, opinions and beliefs facilitating the care and 
diminishing risk for moral distress (Kain, Gardner & Yates, 2009; Pasaron, 2013) while dealing 
with the ethical tenets of autonomy, beneficence, non-maleficence, justice, dignity, truthfulness 
and honesty (Carter, 2004; Moore, 2000; Pasaron, 2013; Wool, 2013).      
 
Methods and Implementation 
 
 
Components 
A template of an ACBP (Appendix B) was provided for content validation along with a 
letter (Appendix C) explaining the process of content validation.  Instructions were given on 
rating each section in a percentage based on the relevance of the contents in that section of the 
document.  Appendices B and C were provided to internal expert professionals within the 
university-based health system and external expert professionals located across the nation, 
appropriate to this project.  Publications by experts in the areas of perinatal bereavement, hospice 
and palliative care were reviewed and used to generate a foundation to the ACBP contents.  
Intake worksheets (Appendix D) provided significant components to the construction of the 
ACBP.  Internal expert professionals within a university-based health system that may be 
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utilizing the ACBP in their practice were asked to evaluate the contents of the document prior to 
distributing it to the seven qualified, widely recognized perinatal bereavement/perinatal palliative 
care experts that had been identified throughout the United States.  These external expert 
professionals, located throughout the United States have been acknowledged as experts in 
perinatal bereavement and palliative care programs through publications, professional 
organizations and endorsements.  The five external experts were selected based on their research, 
publications, public advocacy and/or training through nationally recognized organizations in 
perinatal grief/bereavement.  
Identified internal expert professionals included the perinatal coordinator, a maternal fetal 
medicine physician and a neonatologist currently involved in the bereavement care and planning 
within the hospital.  Since a perinatal palliative care team does not currently exist in the system 
and pediatric palliative care is currently under development in the inpatient practice, it was 
determined that the inpatient adult palliative care team would not be appropriate to evaluate the 
ACBP.  The current system does not have an outpatient palliative care model, although plans to 
expand these services have been reviewed.  Current certification efforts are focused in the 
inpatient setting.   
After the internal expert professionals within the university-based hospital system 
reviewed the ACBP, the recommendations and comments were used to provide final revisions to 
the ACBP.  The internal experts were provided the same letter (Appendix C) explaining the 
content validation process and the ACBP tool (Appendix B) including the tables facilitating the 
sectional content validation documentation.  A packet with the letter and the ACBP tool were 
delivered to the internal expert professional in person and electronic copies of the ACBP were 
provided at additional request to facilitate the evaluation process.  The letter (Appendix C) 
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explaining the purpose of the project and gap in the literature related to content validation, along 
with the ACBP tool (Appendix B) were mailed via priority mail and included a self-addressed, 
paid return priority mail envelope to provide tracking of the documents to and from the external 
expert professionals and expedient, convenient return of the completed documents.  The 
evaluation of each content area such as labor and delivery, comfort care and others were 
documented at the end of each section in descriptive form in addition to rating each section with 
a percentage related to the relevance each component in the section has in the care of the patient 
and family expecting a baby with a life-limiting condition.  The experts were asked to evaluate 
the ACBP content for clarity, relevance and comprehensiveness assigning a rating validating 
content in each section.  Correspondence took place via email or phone call with each of the five 
external expert professionals beginning one week after they receive the ACBP for review to 
confirm that the expert has received the ACBP, was willing to participate in the content 
validation, and to answer questions about the process of content validation.  One external 
professional expert did not respond to phone contact, email correspondence nor did they return 
the completed survey documents.  Another external expert professional did return contact via 
email correspondence.  There were several questions, comments and email documents 
exchanged however this expert did not return the completed survey documents.  
 Over recruitment of external expert professionals allotted an acceptable number of 
experts to eliminate chance interrater agreement described by Lynn (1986). The average 
congruency percentage (ACP) was calculated for each identified item and comments on specified 
items in the descriptive comments will be evaluated for inclusion.  An ACP of 90% as described 
by Waltz, Strickland and Lenz (2005) was the threshold for inclusion in the ACBP.  Although 
recommendations for syntax, organization and form were considered, these comments were 
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reviewed and documented.  Recommendations for improving clarity of questions were 
considered.  Each expert was given two weeks to complete the evaluation of the ACBP.   
With the return of the external expert recommendations, average congruency percentages 
were calculated for each item.  Alphabetical section assignment provided clarity to the items and 
comments.  Trends were identified and revisions were completed on the ACBP document.   
As the director over the perinatal coordinator program, the organization and structure is 
currently in place to implement the first steps toward a comprehensive perinatal palliative care 
program initiated in the antenatal period.  High-risk pregnancies are currently managed and care 
coordinated by the perinatal coordinator through the referral process.  Advanced training in 
perinatal bereavement has been completed by the perinatal coordinator and the implementation 
of the ACBP will include the construction of a multidisciplinary perinatal palliative care team 
including members of the palliative care team, child life, professionals in nursing, medicine, 
social services and spiritual care in both the inpatient and outpatient settings.  Expertise may 
assist in the implementation of the ACBP in another facility during initial project application, 
then in the expansion of the team members in the outpatient setting incorporating the palliative 
care team.  Formalizing a comprehensive program with smooth transition from outpatient to 
inpatient is planned in the near future.  
The project touches many more individuals involved in the planning and care of these 
families (Bennett, Dutcher & Snyders, 2010).  The parents and families of these babies with life-
limiting conditions will have a formalized process using anticipatory guidance to express their 
fears, anxiety, grief and expectations regarding the life and death of their baby.  They will 
become the center of the care and the communication of their wishes, respect for their decisions, 
culture and spiritual needs will be recognized.  Physicians, nurses, educators and other members 
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of the healthcare team will have a mode of communication of the families’ wishes.  They will be 
able to discuss their ethical and moral tenets with the team resolving or diminishing their distress 
or conflict.   
Protection of Human Participants 
Approval prior to initiating this project was obtained from the Institutional Review Board 
(IRB) at Drexel University and at the facility.  The project was approved on April 9th, 2015 at the 
facility IRB and on April 24th, 2015 by the Drexel University IRB.  Both boards found the 
project to be of exempt status.  No human subjects will be studied in this project.  There was no 
need to protect subject identity or data.  The experts participated voluntarily in the content 
validation of the ACBP.  The identity of the content expert is not critical to the validation of the 
ACBP content and was not be included in the compilation of descriptive comments.   
Evaluation 
This process of content validation as described by Lynn (1986) improves the credibility 
and follows the 2 stage process.  Stage I, the development of the ACBP through the literature 
review to generate content topics and subtopics.  Step 2 and 3 of the development stage I; 
involve the refining of the topics and formation of the detailed items gathering them into an 
effective document.  Stage II, the judgment-quantification stage, will include the expert 
evaluation and commentary on the content with the calculation of the average congruency 
percentage.  Selecting five experts provides an adequate level of control for chance agreement on 
the content.  With the content validated, the ACBP holds integrity for implementation in the 
outpatient setting as valid tool and foundation to the development of a formalized perinatal 
palliative care program easily transitioning from the outpatient to the inpatient settings. 
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Outcomes 
Early initiation of the ACBP promotes attachment, allows the family to resolve moral and 
ethical issues related to the birth and death of the infant as well as provides the time for rituals 
and to make memories with the infant.  The early introduction of the ACBP sets the environment 
of safety and comfort related to discussion among the family and healthcare team regarding 
wishes, expectations and ethical conflicts (Bennett et al., 2010; Roush et al., 2007; Wool, 2013). 
As the foundation of a formalized structure to perinatal bereavement, the ACBP gives 
structure to the inpatient formalized development of a perinatal palliative care program that 
promotes a higher level of family-centered care and collaboration.  Ethical reflection and 
learning for the family and healthcare team is facilitated with the discussion and documentation 
of the ACBP (Carter, 2004; Engelder et al., 2012; English & Hessler, 2013; Leuthner & Jones, 
2007; Munson & Leuthner, 2007; Pasaron, 2013; Stenekes et al., 2013; Wool & Dudek, 2013; 
Wool, 2013).  The organization will be presented with the results of the project through a digital 
slideshow presentation to the key stakeholders and leaders in order to facilitate the process of 
development of a comprehensive perinatal palliative care program.  
Results 
The average congruency percentage (ACP) was calculated based on each external expert 
professional’s score indicated on each item in the ACBP.  Only the external expert professional 
scores were utilized to calculate the ACP.  The scores indicated for an individual item were 
added together then divided by the number of experts that documented a score for the selected 
item.  If scores were not assigned to any item, then the remaining scores were added and the 
average congruency percentage was calculated based on only the assigned scores.  The content 
of the ACBP was revised based on the average congruency percentage and/or the comments that 
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positively indicated approval of the content with revision in syntax or additional inclusion.  
Omissions were extracted from expert comments, trends identified with internal and external 
experts and clarifications identified.  Trends were extrapolated if two or more experts provided 
recommendations of same or similar themes. 
A 90% average congruency percentage was the standard set by Waltz et al (2005, p. 178) 
to reduce chance agreement.  There were ten items that did not achieve a 90% average 
congruency percentage.  The average congruency percentages and expert comments of each item 
can be noted in Appendix E.  Interestingly, the three internal expert professionals had six items 
that fell below the standard 90% ACP.  Only one of the six items was rated below standard by 
both the internal and external expert professionals.  This was item #2 in section B, We want/do 
not want (circle one) to be delivered if the fetus shows signs of deterioration.  This item content 
was removed based on external expert professionals ACP and the comments regarding concerns 
of legality and patient autonomy.  Other comments on this item included the possibility of 
maternal health risks added to the content and that the terms “fetus” and “deterioration” were 
questionably appropriate terms.  The trend identified through commentary and recommendations 
were that this question needed to be addressed through the patient and the primary obstetrical 
provider privately respecting autonomy, confidentiality and provider ethical conflicts of 
beneficence verses non-malfeasance. 
Item #5 in section A, Other Family to be present; scored at an 80% ACP by the external 
professional experts.  Comments included that this content needed to be located in another 
section and simply defining others could embrace support people inclusively.  Another expert 
indicated that there may be a need to indicate if the family to be present would be during 
counseling or delivery or perhaps both.  The positive comments regarding this content resulted in 
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a revision of the statement, ultimately retaining the content.  The revision was as follows; Others 
to be present: (Please indicate name, relationship & any details regarding 
participation/visitation.)” 
Section B, #3, If there is a loss of the heartbeat prior to delivery, we want/do not wish 
(circle one) to be informed.  The ACP scored was 87.5% and the content was removed due to 
comments by the external experts that this is a personal issue and should not be included in the 
plan.  Additional comments regarding the legal and ethical issues contributed to this content 
deletion.  Of note is that the experts scored the question regarding considering a cesarean section 
delivery for signs of fetal distress with a 92% ACP therefore this content remains in the ACBP 
with the inclusion of a comment that indicates this option should be discussed with the primary 
Obstetrician due to additional recommendations by the experts. 
In section C, #1, The Labor and Delivery staff understands that you will want as much 
time with your baby as possible.  They will not do any procedures to you or your baby without 
discussing it with you, scored a 84% ACP.  The statement was revised to, Our Labor and 
Delivery staff will discuss care options and procedures with you.  You may stay in Labor and 
Delivery after your delivery or you can be transferred to another area of the hospital.  There was 
additional space provided to list the patient preferences.  Other items added included indicating 
the patient/family preference to have the vitamin K, eye prophylaxis, metabolic and hearing 
screening.  Commentary and omission indications from the experts indicated that this content 
was assuming, bias and lacked cultural sensitivity.  Trends regarding the omitted material 
resulted in a complete revision of this content as indicated.   
We understand our other child/ren need to be prepared for the baby’s death.; item #1 in 
section D scored a 87.5% ACP.  Comments regarding inclusion of friends, grandparents and 
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other family members were considered and syntax was revised to avoid potentially coercive 
language: Preparing for the baby’s death, (May discuss grandparents, other family members & 
friends).  Additional space was added to the ACBP to allow for documentation of contact 
information for support people, need for follow-up and future assistance.   
Section E, item #10, Physician completing form: represented controversy related to who 
is directing this document and is this person exclusively a physician.  With an ACP score of 84% 
and positive comments from the experts regarding the documentation of the person directing the 
ACBP, the following revisions were completed, Physician/Provider/Team member directing 
Care Plan: (Name, Date and Role/Title).  Section E, item #11, (Please indicate if you are the 
Primary OB, Primary Pediatrician, Neonatologist or the MFM) was then eliminated with an 
ACP score of 75% due to the revisions of item #10.  This revision reflects the syntax of a team 
approach to the planning process and is sensitive to other members those being physicians of any 
discipline, nurses, spiritual leaders or any member of the team. 
Item #12 of section E, Please forward this document to all indicated physicians as well 
as the Labor and Delivery department at Hospital., scored an 87.5% ACP the content and also 
had comments about the physician only content.  Positive comments regarding the inclusion of 
this content resulted in the revision, Please forward this document to all team members as well 
as the Labor and Delivery Department at…  A space to indicate the name and location of the 
hospital was provided.  Other recommendations that the ACBP have an area to indicate the name 
of the individual, role/title, initial date and any dates that updated documents were sent along to 
the indicated person resulted in a table to provide an area to document this information.  The 
ACBP is to assist in the communication of the healthcare team therefore it is essential that all 
members of the team have a copy of the document to facilitate care of the patient and family. 
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Item #13 in section E scored an 87.5% ACP however remained in the ACBP due to 
recommendations and comments favorable from the external expert professionals.  The revision 
changed “Case Conference Notes” to “Care Conference Notes” and provides additional space for 
documentation.  Additional instructions regarding documenting changes, dates and updates along 
with the initials of those documenting in this section are indicated in parenthesis.  Three experts 
expressed that this content was necessary however one expert did not indicate the scoring of this 
item in the section.  Item #14 in this section also scored an 87.5% ACP however remains in the 
ACBP due to positive comments and indications from the experts.  “Those attending:….”; 
indicating those attending the care conference remains in the ACBP and the addition of the 
following instructions is included in the revised document, (Please indicate all attendees 
name(s), role/title and date for each care conference).  Three experts indicated the necessity of 
this content however one expert did not document a score for this item. 
Omissions indicated by the experts are italicized and in bold print in the revised version 
of the ACBP (Appendix F).  Omissions related to clarification and to provide additional prompts 
to open discussion regarding patient/family preferences, care options and disclosures are 
included in the revised ACBP.  Additional revisions were completed to syntax related creating a 
patient/family-centered document that would assist the healthcare team in anticipatory guidance.  
Clarity in the syntax related to who/whom was directing this document and sensitivity to the 
ethical, psychosocial, spiritual, cultural and clinical care of the patient/family was critical in this 
document. 
Strengths and Limitations 
The ACBP will lay the foundation to develop the perinatal palliative care program further 
in the outpatient and inpatient settings.  The ACBP establishes a mode of communication from 
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the care coordination in the outpatient setting to providing clinical and psychosocial care in the 
inpatient setting.  Currently there is no formalized, validated document in place to either 
communicate the patient and family wishes and decisions, bereavement care or expectations.   
The two stage process of content validity as described in the Lynn (1986) article and 
utilized in this project offers a genuine, effective research methodology that can be trusted and 
consistent.  Although content validity has had questionable merit in the past, this process has 
become more favorable with the addition of a quantified measurement.  Experts offered 
descriptive comments and omission information based on their expertise and experience in 
perinatal palliative care and bereavement.  One might postulate that perhaps the parents and 
families, spiritual leaders and other healthcare disciplines involved in perinatal palliative care 
and bereavement may be considered “subject matter experts” as well.     
Initially, there was indications related to expert commentary regarding who would be 
utilizing the document, how it would be utilized, inconsistencies in writing voice and how the 
team would be educated in the overall purpose of the document.  These challenges resulted in 
revisions to syntax and content creating the ACBP document as a mode of improving 
communication among the team members and a guide to assist in the anticipatory guidance for 
the patient/family. 
Summary  
With the content of the ACBP validated, additional research opportunities arise, 
including open interviews with parents and families regarding their experiences that can reveal 
links and omissions in the ACBP content and may provide additional support and guidance to 
families.  The development of simulation exercises using the ACBP could identify gaps, 
additional omissions and engage teams in ethical discussions in an open, supportive environment 
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would be the next step in formalizing the document, building confidence and working toward 
developing a perinatal palliative care program.   
The professionals that provided the variety of expertise, perspective and 
recommendations validate the necessary content to the ACBP, assuring that this guide, along 
with the support and education for proper implementation, will become the foundation for 
anticipatory guidance, collaborative decision-making, ethical self-reflection and will link 
communication for the team across the continuum of care.  Ensuring the team involved in the 
ACBP conference is engaged in modeling the document and perinatal palliative care program is 
essential.  Having a tool to guide caregivers and families through this difficult time is invaluable 
to that a team addressing the complexities in the care of the mother, family and baby with a life-
limiting condition.  Ensuring that caregivers have a document that is comprehensive both in 
content and support is as vital and precious as each memory preserved during such a significant 
occasion.   
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Appendix A: Table of Evidence 
   TABLE OF EVIDENCE VALIDATING THE CONTENT OF THE PERINATAL PALLIATIVE CARE ADVANCE CARE BIRTH PLAN 
AUTHOR      
/YEAR   
 Level of 
Evidence 
PURPOSE/ 
THEORETICAL 
FRAMEWORK 
HYPOTHESIS/ 
RESEARCH 
QUESTIONS 
DESIGN/ 
MEASURES 
SAMPLE/ 
SETTINGS 
VARIABLES FINDINGS 
 
CONCLUSIONS/ 
LIMITATIONS 
 
Catlin & Carter, 
2002 
 
Level of 
Evidence = 5 
 
Source of 
funding: 
American 
Nurses 
Foundation 
Julia Hardy RN 
Scholar Award, 
travel support 
from the 
Lambda Napa 
Chapter of 
Sigma Theta 
Tau  
Purpose: “to 
educate 
professionals and 
enhance their 
preparation and 
support for a 
peaceful, pain-
free, and family-
centered death for 
dying newborns.” 
 
Framework: 
None noted 
 
 
NA Design: 
Delphi 
research 
method 
 
Recruitmen
t/ 
Participant
s: 101 panel 
members 
recruited 
from 
medical, 
ethics, 
nursing and 
multidiscipli
nary 
organization
al meetings 
- Recruited 
participants 
from 
American 
Academy of 
Pediatrics, 
National 
Perinatal 
Association, 
Society for 
Pediatric 
Research, 
Sample: 
“First line 
participants
”, “varied 
and well-
rounded 
multidiscip
linary 
panel 
 
Setting: 93 
locations in 
the US and 
4 abroad 
 
NA Palliative Care 
Environment: 
Formal education 
plan to include: 
- training in 
clinical & ethical 
components 
regarding 
options/alternativ
es, long-term 
outcomes, 
transitions, 
treatment of 
symptoms, pain 
assessment, home 
care & 
community, 
conflict mediation 
- no visiting hour 
restrictions 
- mother’s needs 
postpartum 
- core palliative 
care staff 
development, 
translation staff 
available 24/7 
- area/space 
available & 
appropriate for 
palliative care 
Conclusions: 
Detailed 
description of 
perinatal 
palliative care 
throughout the 
process 
 
Strengths: 
101 
multidisciplinary 
health 
professionals 
provided 
expertise in area 
to develop a 
comprehensive 
model of perinatal 
palliative care 
 
Limitations:  
No specific plan 
or template for 
Advance Care 
Birth Plan 
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American 
Society for 
Bioethics 
and 
Humanities 
- 30 
physicians: 
21 
neonatologi
sts, 3 
pediatrician
s, 2 
maternal 
fetal 
specialists, 
2 
obstetricians
, 1 adult 
intensivist, 
1 hospice 
specialist 
- 41 nurses; 
10 perinatal 
educators, 
researchers, 
9 obstetric, 
1 nurse 
anesthetist, 
9 neonatal, 
6 hospice 
specialists, 
3 pediatric, 
5 ethicists, 2 
administrato
rs, 1 
therapist, 3 
neonatal 
social 
- information 
available for 
parents after 
death of the  
infant  
Prenatal 
Discussion: 
Physician- 
counseling on 
interventions, 
delivery, transfer, 
hospice 
dedicating time 
for early and 
frequent 
discussions 
Family 
Consideration-  - 
allowing parents 
to talk to other 
parents who have 
experienced same 
diagnosis, parents 
need time to 
make plans, 
notify family, 
friends, make 
arrangements for 
spiritual, 
emotional other 
support systems, 
prepare siblings, 
clothing, funeral 
arrangements, etc. 
- engagement 
with social 
services & 
chaplain is 
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workers, 3 
health 
attorneys, 3 
health 
administrato
rs, 2 
psychologist
s/child life 
specialists 
- 9 Parents, 
4 European 
neonatal 
providers, 1 
neonatal 
pharmacist, 
1 neonatal 
educator 
respiratory 
therapy, 1 
funeral 
home 
director.   
 
Instrument
s: sequential 
questionnair
es, 13 
questions 
- 16 
palliative 
care/end-of-
life 
protocols 
developed 
regionally, 
by 
institutions 
and by 
necessary 
Transport 
Issues- many 
agree that it is 
preferable to keep 
infant in the 
hospital of birth 
Intro to 
Palliative Care 
Model: 
- Speaking to 
parents difficult- 
inform parents 
they will not be 
“abandoned” 
- avoid words 
“withdraw of care 
or treatment” 
- keep parents 
engaged in care & 
treatment 
- encourage 
holding, 
breastfeeding, 
kangaroo care 
with parents & 
family 
- talk about their 
loss 
- encourage 
family, call the 
baby by given 
name 
- open visitation 
with family, 
support persons, 
siblings 
- educate family 
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parent 
organization
s 
 
 
regarding death, 
what they may 
experience at that 
time 
- family 
introductions to 
all team 
members, involve 
social worker & 
chaplain early in 
process 
- written 
documentation is 
important 
Optimal 
Environment for 
Neonatal Death 
- provide best 
environment and 
educate parents 
and team 
- create memories 
- provide for 
siblings 
- keep family 
together for as 
long as possible 
- assist parents 
with funeral, 
services 
- discuss autopsy 
- review care: 
invasive care, 
vital signs, 
monitoring, 
feeding 
- Home care 
- comfort 
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medications, 
oxygen, 
suctioning for 
comfort, pain 
medication, skin 
care, ongoing 
observation and 
assessment 
Family Care: 
Cultural, 
Spiritual, and 
Practical Family 
Needs 
- support and 
provide for 
cultural 
ceremonies, 
rituals 
- translation 
services, written 
info in 
appropriate 
language 
- “reassure 
parents” 
 
 
 
 
 
 
Engelder, 
Davies, 
Zeilinger & 
Rutledge, 2012 
 
Level of 
Evidence = 5 
Purpose: “to 
describe a 
Perinatal Comfort 
Care program in 
which (a) care is 
provided at the 
time of 
Hypothesis: 
NA 
Design: 
Expert 
Opinion 
Recruitmen
t: 
NA 
 
Sample: 
NA 
 
Setting:  
525 bed 
Catholic 
hospital, 
 Findings: 
- Advance care 
birth plan 
(ACBP) gives the 
parents 
“opportunity” to 
plan for birth & 
Conclusions: 
Strengths: 
Limitations: 
Opinion paper 
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Source of 
funding: none 
noted 
diagnoses/antenat
al and includes 
home visits by 
members of an 
interdisciplinary 
hospice team; (b) 
care is 
collaborative, 
community-
based, and 
family-centered, 
and takes place in 
labor and delivery 
and on the mother 
baby unit; and (c) 
follow-up to the 
family continues 
for 1 year after 
the death.”  
 
Framework: 
none noted 
Instrument
s: 
NA 
 
Participant
s: 
NA 
Magnet 
accreditatio
n; more 
than 5000 
deliveries/y
ear 
death of infant, 
decrease suffering 
- Key members of 
team are 
identified, role 
defined 
- Program divided 
in 4 Phases= 
Initial Support, 
Groundwork, 
Program 
Implementation 
and Evaluation 
- Started with 
development of 
ACBP & Comfort 
Care Order Sets 
- “Birth Plan is a 
tool used by the 
team to initiate 
discussions with 
parents and to 
guide the 
interaction 
  
 
 
English & 
Hessler, 2013 
 
Level of 
Evidence = 5  
 
Source of 
funding: 
“Funded in part 
by the Colorado 
Trust 
Purpose: “to 
offer an approach 
to prenatal care 
planning for 
imperiled 
newborns and 
their families.”  
 
Framework: 
none noted 
Hypothesis: 
NA 
Design: 
Expert 
opinion, 
modeled 
after a 
program 
created by 
Dr. English 
and Dr. 
Susan 
Townsend 
Sample/  
Setting: 
“based on 
services 
provided to 
over 200 
women 
families in 
a high risk, 
maternal-
fetal  center 
NA Findings: 
Advance Care 
Birth Plan 
(ACBP) 
inclusion 
criteria: 
Discussion & 
Documentation 
- Treatment 
options, delivery 
options, 
Conclusions: 
- ACBP provides 
a foundation to 
guide parents and 
healthcare team 
- ACBP “essential 
tool” 
Strengths:  
- 
Recommendation
s based on five 
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Foundation, 
Pediatric 
Palliative 
Initiative, 2001-
2004.” 
 
Recruitmen
t: NA 
Instrument
s: 
NA 
Participant
s: 
NA 
in a large 
metropolita
n area from 
2006-
2011.” 
withholding or 
administering 
treatments, 
education, 
creating 
memories & 
mementoes, what 
is important to 
parents, relief of 
symptoms/pain 
- Lack of 
evidence for best 
practice models 
of documented 
ACBP 
-  Involving 
parents in 
decision-making 
process as soon as 
the diagnosis is 
revealed 
- “anticipatory 
guidance and 
planning” 
Neonatologist’s 
Role: 
- Lead 
discussions on 
risks/benefits of 
interventions such 
as CPR, 
intubation, 
ventilation 
- Assist in 
guidance and 
education of 
parents 
surrounding birth 
years of caring 
for large number 
of women & 
families 
- modeled after 
established, well-
known program 
 
Limitations: 
- Expert opinion 
based 
recommendations 
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- Documenting 
appropriately on 
the ACBP 
Prenatal Care 
Provider Role: 
- 
Discussion/Docu
mentation re: fetal 
monitoring, 
delivery options, 
labor process 
Palliative Care 
Provider- (can be 
advanced practice 
nurse, social 
worker): 
- ACBP 
preparation and 
distribution,  
- Families wishes 
documented i.e.: 
pictures desired, 
mementos 
- reassuring 
parents can 
change plan at 
any time 
Topic 
recommendations 
for ACBP: 
- “Identity of the 
newborn” 
- “Family 
Education” 
- “Labor/Delivery 
Process” 
- “Postpartum 
Actions” 
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- “Planning for 
Imminent Death” 
Symptom 
Management: 
- interventions 
such as oxygen, 
suctioning, 
breastfeeding/fee
ding, respiratory 
distress 
Parents receive 
copy of final 
ACBP 
 
Gold, Dalton & 
Schwenk, 2007 
 
Level of 
Evidence = 4 
 
Source of 
funding:  
none mentioned 
Purpose: “to 
systematically 
review parent 
experiences with 
hospital care after 
perinatal death.” 
 
Framework: 
None noted  
Hypothesis: 
NA 
Design: 
Systematic 
Review of 
qualitative 
& 
descriptive 
studies 
 
Recruitmen
t: 
NA 
 
Instrument
s: 
NA 
 
Participant
s: 
NA 
 
Sample/ 
Settings: 
- 1100 
articles 
reviewed 
from 1966-
2006; 60 
included 
Inclusion: 
- English 
studies in 
U.S. 
hospitals 
- losses 
unplanned 
- losses 
occurring 
in second 
or third 
trimester, 
first 28 
days after 
birth 
Exclusion:  
Five Aspects 
collected: 
- “obtaining 
photograph 
and 
memorabilia
” 
- “seeing and 
holding the 
infant” 
- “labor and 
delivery of 
the child” 
- “autopsies 
- “options for 
funerals or 
memorial 
services” 
 
Findings: 
- “few studies had 
control groups 
- 10% contained 
fathers, 90% had 
the mothers 
information 
- most Caucasian, 
only three studies 
had a majority of 
minorities 
represented by 
African 
Americans or 
Hispanics, one 
third had 
information on 
marital status, 
socioeconomic 
status 
- carrying a 
deceased baby 
was traumatic, 
most women 
Conclusions: 
-Parents having 
choices was 
essential: 
delivery, post-
delivery care, 
burial options 
- Viewing and 
holding the baby 
was felt to be 
positive 
- Take photos, 
collect 
memorabilia, 
offer these 
multiple times to 
the parents 
- Reassure and 
explain that if 
they want an 
autopsy that the 
results will be 
shared with them 
and review how 
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-studies 
without 
patient 
data, 
advice or 
expert 
opinion, 
“first-
person case 
studies, no 
information 
on care 
after death 
choose to deliver 
in the sooner 
rather than wait 
- Few parents 
choose what unit 
they want to stay 
after delivery, 
having the choice 
was important to 
the parents 
- pain control-
management of 
pain was 
important but 
sedation was 
utilized in almost 
half of studies- 
parents reported 
regretting the 
sedation during 
this time 
- Even when 
preferences 
differed between 
parents having the 
choice was 
important to the 
parents 
- choices rarely 
offered 
- Mothers were 
more likely to 
view babies than 
fathers, all 
parents that 
viewed the baby 
felt it was a 
cherished 
this will happen 
- Provide pain 
control, avoid 
over sedation 
-Encourage 
parents to 
hold/view baby: 
longer time 
frames, multiple 
occurrences    
 
Strengths: 
- vast number of 
studies reviewed 
over extended 
time frame 
- encompassed 
patient data, 
parent 
experiences 
- provides 
guidance to 
providers 
regarding parental 
experiences 
 
Limitations: 
- many studies 
did not have 
information 
regarding 
methods 
- Quantitative 
studies were very 
limited 
- Some rituals 
that occur are 
untested 
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experience 
actually wanting 
more time 
holding and 
viewing; this 
option becoming 
essential 
increased with the 
gestational age; 
those that choose 
not to hold the 
baby felt that they 
may have done so 
if asked more 
than once- the 
health care team 
held a key role in 
this parental 
decision 
- deformities or 
maceration did 
not affect the 
decision to hold 
or view the baby 
- Having photos 
of the baby was 
extremely 
important overall 
-Memorabilia was 
important and 
included locks of 
hair, hospital 
bracelets, 
hand/foot prints, 
certificates 
-Having burial 
options was 
valued, some felt 
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they had little 
control over the 
disposition of the 
baby after death; 
many parents did 
not know/were 
not informed of 
assistance with 
funding a burial 
or service 
- Although many 
parents agreed to 
an autopsy, a 
significant 
number of parents 
verbalized never 
receiving results 
and were 
frustrated when 
attempting to 
obtain 
information  
 
 
 
Kauffman, 
Hauck & 
Mandel, 2010 
 
Level of 
Evidence = 5 
 
Source of 
funding: none 
documented 
 
Purpose: To 
review the 
Perinatal 
Palliative Care 
Program (not 
stated in article) 
Framework: 
none noted 
Hypothesis: 
NA 
Design: 
Expert 
Opinion 
 
Recruitmen
t: NA 
Instrument
s: 
NA 
Participant
s: 
NA 
Sample/ 
Settings: 
NA 
 
 Findings: 
- Perinatal 
Palliative Care 
Intake Sheet: 
demographic 
data, brief OB 
history, diagnosis, 
spiritual 
affiliations, 
checklist of tasks 
(tours, testing, 
notifications of 
OR, Anesthesia) 
Conclusions: 
- Using 
established 
“Resolve 
Through Sharing 
Bereavement 
Program with the 
Perinatal 
Palliative Care 
Team 
 
Strengths: 
-This program has 
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and areas to 
document 
completion 
- Birth Plan 
Example: Baby’s 
name and 
diagnosis, labor 
& delivery 
parental 
preferences, fetal 
monitoring, 
people to attend 
delivery, drugs 
during labor, 
baby care such as 
suctioning, 
feeding, baptism, 
private time, 
siblings, photos, 
mementos, 
funeral/burial 
plans 
- Different 
roles/members of 
Palliative Care 
team were 
reviewed 
- 
Recommendation
s regarding an 
“individualized 
birth plan, 
consultation with 
lactation team 
prior to delivery, 
“advanced funeral 
/memorial service 
planning”, 
already utilized 
these tools in 
their program, 
refining them as 
needed 
- Dedicated team, 
trained to care for 
these women and 
their families 
- Continuity of 
care 
 
Limitations: 
- Upon 
publication only 
19 women had 
been enrolled in 
the program, 
limited, small 
sample and no 
information 
regarding these 
women and their 
family were 
included 
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networking with 
other parents 
- mementos were 
noted to be 
important: photos, 
clothing  
 
 
 
Kiman & 
Doumic, 2014 
 
Level of 
Evidence: 4 
 
Source of 
funding: none 
Purpose: “to 
provide an 
overview of 
perinatal 
palliative care and 
its development, 
and then it 
considers some of 
the issues 
affecting this field 
by looking at 
single, national, 
institutional, and 
patient case 
studies  
Framework: 
 
Hypothesis: 
NA 
Design: 
Case Study, 
expert 
opinion 
 
Recruitmen
t: NA  
Instrument
s: 
NA 
Participant
s: 
NA 
Sample/ 
Setting: 
NA 
 
 
 
 
 
 
 
 
 Findings: 
- planning, 
decision-making 
is the foundation 
for prenatal 
palliative care 
- delivery 
decisions, 
resuscitation 
efforts, comfort 
measures, 
spiritual, cultural 
care and support 
need to be 
planned with the 
family 
- lack of evidence 
regarding the best 
model of care  
- this care 
includes 
“comprehensive 
care, early  
and integrative in 
the antepartum” 
period 
 
Conclusions: 
- Discusses the 
psychosocial risks 
regarding the 
expectations of 
parents, 
motherhood when 
faced with the 
death of their 
newborn  
 
Strengths:  
- Emphasis on the 
importance of 
early intervention 
when the family 
receives the 
diagnosis that 
their baby has a 
life-limiting 
condition 
 
Limitations:  
- Single case 
study and expert 
opinion 
- no example of 
planning process 
or details to guide 
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healthcare team 
or parents through 
the advance birth 
plan 
- focus is 
primarily on the 
NICU 
 
Kobler & 
Limbo, 2010 
 
Level of 
Evidence = 5 
 
 
 
Source of 
funding: none 
noted 
  
Purpose: “to 
explore the 
innovative 
approach of 
creating a 
perinatal 
palliative care 
service in an 
institution that 
already has a 
perinatal 
bereavement 
program.” 
“The article 
identifies key 
program 
development 
processes, 
potential barriers, 
and practical 
implementation 
strategies as 
methods to ensure 
the delivery of 
perinatal 
palliative care 
from diagnosis.” 
 
Framework: 
none 
Hypothesis: 
NA 
 
Design: 
Expert 
Opinion 
Recruitmen
t: 
NA 
Instrument
s: 
NA 
  
Participant
s: 
NA 
 
 
Sample/  
Setting: 
 
 Findings: 
- Respect parents’ 
goals and wishes 
- Relationship-
based, family-
centered care 
important to 
providing care to 
these families 
- Individualized 
interventions 
documented in 
birth plans 
including 
neonatal advance 
care planning and 
management 
- Assess the 
“parents’ 
perceptions and 
understanding of 
the baby’s 
diagnosis and 
prognosis” 
- Respect and 
integrate parents’ 
wishes, religious 
beliefs into the 
care plan 
- Document the 
Conclusions: 
- Perinatal 
Palliative care is a 
relatively new 
field, need to 
establish 
relationships with 
the parents, team 
members 
Strengths: 
- Discusses how 
to transition from 
Bereavement 
Care model to 
Perinatal 
Palliative Care 
Services 
- The authors are 
affiliated with 
established, 
nationally 
recognized 
perinatal 
palliative care 
programs 
Limitations: 
- 
Recommendation
s are based on 
expert opinions 
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 parents’ choices 
regarding labor, 
delivery, neonatal 
care, medical 
interventions such 
as resuscitation, 
limitations in the 
care plan 
- ACBP should 
include who will 
be present in the 
delivery room, 
who will be 
caring for the 
baby, writing 
orders, managing 
care, diagnosis, 
prognosis, pain 
and symptom 
management 
plans, 
nutrition/feeding 
the infant, any 
limitations on 
medical 
interventions 
- discussions 
regarding 
discharge and 
home care need to 
be assessed 
- No example of 
ACBP, only 
topics to be 
included in the 
plan 
Kobler, Limbo 
& Oakdale, 
2012 
 
Level of 
Evidence= 5 
 
Purpose: “This 
article addresses 
the gap by 
exploring how to 
talk with parents 
receiving 
perinatal 
Hypothesis: 
NA 
Design: 
Expert 
Opinion 
Recruitmen
t: 
NA 
Instrument
Sample/ 
Setting: 
NA 
 
 Findings: 
- The ACBP can 
contain 
comparable topics 
as the standard 
birth plan: patient 
preferences, 
Conclusions: 
- The childbirth 
educator 
establishes 
relationships with 
the 
parents/family, 
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Source of 
funding:  
 
palliative care 
about their 
expectations of 
the birthing 
process and how 
to identify an 
approach and 
content for 
tailored childbirth 
education and 
support.” 
 
Framework: 
none 
 
s: 
NA 
Participant
s: 
NA 
comfort measures 
and pain 
management, 
fetal monitoring, 
family involved, 
hydration, 
postpartum care 
- ACBP should 
include an outline 
of the medical 
interventions for 
the baby and 
discharge as 
appropriate 
- The article has a 
table of topics 
and specifics for 
the ACBP 
- The role of the 
childbirth 
educator can be 
invaluable in the 
ACBP 
giving comfort 
and continuity 
- The childbirth 
educator is very 
often not included 
in the Perinatal 
Palliative Care 
team 
 
Strengths: 
- Many 
components of 
birth plan are 
essential to the 
ACBP 
 
Limitations: 
- Written from a 
childbirth 
education 
perspective/model 
 
Kuebelbeck & 
Davis, 2011 
 
Level of 
Evidence=  
 
 
Source of 
funding: 
Purpose: to 
provide a 
template for the 
Advance Care 
Birth Plan 
 
Framework: 
None noted 
Hypothesis: 
NA 
Design: 
Expert 
Opinion 
Recruitmen
t: 
NA 
Instrument
s: 
NA 
Participant
s: 
NA 
Sample/ 
Setting: 
NA 
 Findings: 
- ACBP is 
detailed in 
content: 
“Essential 
Information” 
includes the 
baby’s name, 
parents name, 
contact 
information for 
the physicians, 
clergy and others 
involved 
“Wishes for 
Conclusions: 
- The ACBP 
template provides 
an explanation of 
how the 
document will 
provide means of 
communication 
preferences, a 
“format for 
discussion and 
education” 
 
Strengths: 
- The book is a 
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Labor & 
Delivery” 
includes type of 
delivery, fetal 
heart monitoring 
preferences 
during labor, 
comfort/pain 
measures for 
mother, wishes 
for cutting the 
cord and 
individuals to be 
present 
“Wishes for your 
time with your 
baby” includes 
people to be 
present, siblings, 
rituals, photos, 
mementos, 
bathing and the 
death process 
“Medical 
Decisions” 
includes 
suctioning, 
oxygen, delaying 
“routine 
procedures” to 
provide more 
time with the 
infant, 
resuscitation, 
feeding, 
medications, 
testing and 
possible 
guide for parents 
taken from 
parents’ 
experiences and 
recommendations 
written by experts 
in perinatal 
palliative care. 
- The ACBP 
recommendations 
are detailed in 
content 
- The content 
recommendations 
are based on 
feedback/experien
ces of parents to 
other parents and 
their caregivers 
- Information was 
gathered in the 
US, Canada, 
Europe and 
Australia 
 
Limitations: 
- No guidance 
regarding 
structuring the 
questions in the 
document 
- No evidence on 
testing the 
document 
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discharge with the 
infant 
“Plans for your 
baby’s body” 
includes keeping 
the baby with the 
parents, autopsy, 
after-death care, 
funeral 
arrangements 
Leuthner & 
Jones, 2007 
 
Level of 
Evidence = 5 
 
Source of 
funding: none 
noted 
 
Purpose: “to 
review perinatal 
palliative care 
concepts and 
describes the 
Fetal Concerns 
Program…” 
 
Framework: NA  
 
Hypothesis: 
NA 
Design: 
Expert 
Opinion 
Recruitmen
t: NA 
Instrument
s: 
NA 
Participant
s: 
NA 
Sample/ 
Setting: 
NA 
 Findings: 
- Palliative care 
plan includes: 
Encouraging 
parents to name 
the baby, holding 
the baby, taking 
photos, planning 
a memorial 
service, bringing 
together siblings 
& other family 
- The care plan is 
a means of 
communication to 
all involved 
- Care Planning 
should include 
discussions about 
what will happen 
after the death of 
the baby: testing, 
autopsy 
- Evidence 
regarding that the 
“holding the 
infant after death 
for any length of 
Conclusions: 
- Nurses are 
essential in this 
model of care 
- Support and 
guide through the 
grief for the loss 
of a normal 
pregnancy and 
baby 
- ACBP provides 
information and 
psychological 
support to 
diminish anxiety 
& uncertainty 
providing the 
families strength 
to make decisions 
regarding care 
 
Strengths: 
- Authors are 
experts in 
established 
Perinatal 
Palliative Care 
Programs 
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time does not 
affect the 
postmortem 
pathology 
studies” is 
reviewed 
- Nurses play an 
essential role as 
the “bridge” to 
the team, 
coordinating 
referrals, 
managing the 
plan 
- Minimal 
separation 
between the 
family and the 
baby drives the 
plan 
- Considerations 
for possible home 
care are discussed 
- “Anticipatory 
guidance” is 
provided 
throughout for 
delivery, physical 
appearance, 
comfort, 
hospitalization 
- Nurses promote 
family-centered 
care, 
empowerment of 
family through 
education to make 
choices & 
considered 
leaders in the area 
- Discusses the 
model of the 
ACBP and who is 
the leader in 
maintaining the 
document 
 
Limitations: 
- no studies as to 
the specific 
wording and 
structure of the 
ACBP 
- The 
recommendations 
were based on 
experience and 
other experts 
experiences with 
perinatal 
palliative care and 
parents 
experiencing 
these losses 
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participate 
- Cultural, ethical 
and religious 
beliefs are 
explored and 
considered 
throughout the 
planning process 
 
Mellor, 
Heckford & 
Frost, 2011 
 
Level of 
Evidence = 5 
 
Source of 
funding: none 
required 
 
Purpose: “to 
increase 
awareness of how 
paediatric 
palliative care 
services are 
evolving and the 
specialist care 
that is available, 
will enable 
enhanced 
collaboration with 
specialist services 
when required.” 
 
Framework: 
none noted 
 
  
Hypothesis: 
NA 
Design: 
Expert 
Opinion 
Recruitmen
t:  
NA 
Instrument
s: 
NA 
 
Participant
s: 
NA 
 
Sample/  
Setting: 
NA 
 
 Findings: 
- ACP (Advance 
Care Plan) 
documents the 
wishes of child 
and the family 
- The ACP is a 
communication 
tool, evokes 
discussions, 
“avoids unwanted 
interventions” 
- ACP contents 
recommended 
include: 
demographic 
information, 
diagnosis, 
physician 
information, 
wishes during 
life, plans for 
care, plans for 
time of death and 
after 
Conclusions: 
- Pediatric 
Palliative care 
programs can 
offer structure to 
perinatal 
palliative care 
models. 
Strengths: 
- Based on 
pediatric 
palliative care 
model, 
established and 
recognized 
- Many of the 
same principles, 
details apply to 
perinatal 
palliative care 
- This article 
incorporated 
recommendations 
from several 
documents/source
s 
Limitations: 
- Pediatric 
Palliative care is a 
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developing 
specialty 
- Child or young 
person may be 
able to speak for 
themselves, 
participate in 
planning 
- The parents 
have established 
bond  
  
Munson & 
Leuthner, 2007 
 
Level of 
Evidence= 4 
 
Source of 
funding: none 
noted 
 
Purpose: “to lay 
out a framework 
for engaging 
families in these 
discussions and to 
help clinicians 
and families make 
decisions that can 
begin the process 
of emotional 
healing and 
grieving.” 
 
Framework: 
None noted 
 
Hypothesis: 
NA 
 
Design: 
Case Study 
Recruitmen
t: NA 
Instrument
s: 
NA 
Participant
s: 
Parents of a 
baby with 
Trisomy 18 
 
 
Sample/ 
Setting: 
NA 
 
 Findings: 
- evidence is not 
clear if 
termination of 
pregnancy of the 
infant with the 
life-limiting 
condition 
“achieves the goal 
of optimizing the 
grief process for 
families” 
- Creating a safe 
environment for 
open discussions 
is essential 
- Routine 
pregnancy care 
can be 
challenging for 
these families- 
private classes, 
avoiding waiting 
in busy waiting 
rooms, early 
inductions 
Conclusions: 
- Counseling and 
planning is 
absolute 
- Attention to the 
“emotional, 
spiritual, social, 
and symptom 
support” 
 
Strengths: 
- Expert opinions 
of physicians 
involved in 
established 
perinatal 
palliative care 
programs 
- Comprehensive 
perspective of 
ACBP included in 
the model 
 
Limitations: 
- no studies on 
how the tools 
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- Attachment to 
the infant and 
creating 
memories is 
necessary 
- Naming the 
baby 
- Ultrasounds can 
create a setting 
for families to 
interact with the 
baby 
- Coordinating 
referrals to 
hospice, 
community 
services if infant 
is discharged 
- Intrapartum care 
planned in 
advance in the 
birth plan 
- Medical 
interventions 
should be 
discussed and 
decisions on 
parents’ wishes 
documented 
- If C/S translates 
to a live birth, 
discuss this with 
the family 
- Giving the 
infant some 
positive pressure 
ventilation can 
translate to more 
were constructed, 
tested 
- Very little 
information 
regarding 
multidisciplinary 
team approach or 
guidance into the 
ACBP content 
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time with their 
baby alive 
- Medical options 
should be openly 
discussed as the 
ACBP starts to 
form 
- Parents should 
form a “wish list” 
- Mode of 
delivery, 
Resuscitation, 
symptom 
management, 
Spiritual 
considerations, 
pictures, 
mementos and 
participation in 
care are 
recommended 
topics on when 
creating a birth 
plan (ACBP) 
 
 
Roush, Sullivan, 
Cooper & 
McBride, 2007 
 
Level of 
Evidence = 5 
 
Source of 
funding: none 
noted 
 
Purpose: To 
discuss Perinatal 
Hospice 
 
Framework: NA 
Hypothesis: 
NA 
 
Design: 
Expert 
opinion/ 
Case Study 
 
Recruitmen
t: NA 
 
Participant
s: NA 
 
Instrument
Sample: 
NA 
 
Setting: 
StarShine 
Hospice 
Perinatal 
Program of 
Cincinnati 
Children’s 
Hospital 
Medical 
 
 
Findings: 
- gap in “overall 
supportive care 
offerings” 
- Perinatal 
hospice offering 
structured 
program 
- “One of the 
most significant 
aspects of 
perinatal hospice 
Conclusions: 
- Two of the most 
important 
components of 
perinatal hospice 
care involve early 
intervention 
during the 
pregnancy to 
provide 
“anticipatory 
guidance” and to 
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s: NA 
  
Center care during the 
pregnancy is 
anticipatory 
guidance and the 
development of 
an advance care 
plan or “birthing 
plan.” 
- “Planning gives 
the family control 
over details, 
participation in 
decision-making, 
and establish an 
understanding 
care plan might 
include an 
obstetric plan, 
(mode of 
delivery, response 
to fetal distress, 
or preterm labor), 
plan and 
preparation for 
the birth (site of 
care, delivery 
room 
management), 
and potentially, 
the care of a 
surviving baby 
and possible 
discharge to home 
or alternate 
setting.” 
- “The birthing 
plan is not a legal 
document and can 
develop the 
advanced care 
birth plan. 
 
 
 
Strengths: 
- These 
recommendations 
are drawn from 
established 
organizations and 
programs such as 
the Children’s 
Hospice 
International, the 
National Hospice 
and Palliative 
Care 
Organization, 
Hospice 
Association of 
America and the 
StarShine 
Hospice Perinatal 
Program of 
Cincinnati 
Children’s 
Hospital Medical 
Center. 
- A case study is 
included to 
support the 
recommendations 
and validate the 
actions of the 
team. 
- Sample Care 
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be changed at any 
time by the 
parents.” 
- “The purpose is 
to allow an 
opportunity for 
parents to 
consider ahead of 
time some of the 
options and 
decisions they 
may face during 
the delivery of 
their child.”   
- “having a plan 
in place and 
distributed to the 
physicians and 
birthing unit 
involved, parents 
are less likely to 
have to explain 
their situation or 
express their 
desires in an 
unnecessarily 
additionally 
stressful context.”   
- “In the birthing 
plan, the parents 
have addressed 
their wishes for 
holding the 
infant, memory-
making activities, 
who they want 
present for the 
birth, and who 
Plans are included 
- 
Recommendation
s very specific 
and detailed    
 
Limitations:  
- Very little or no 
high level 
evidence 
supporting 
recommendations
.   
- No validation of 
sample care plan 
offered. 
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else they want to 
be contacted…” 
- “Another 
decision parents 
may face is 
whether or not to 
have an autopsy 
performed.” 
- “If the baby 
survives birth and 
the parents desire 
to take the baby 
home for however 
long they may 
have, then the 
baby becomes the 
hospice patient.” 
- Create a warm 
environment 
where the parents 
and family-
centered care is 
essential.  The 
parents, family 
and friends 
should be 
considered the 
center with the 
team as visitors.   
- “Families 
experiencing 
newborn death 
retain only 
approximately 20 
percent of what 
they hear.” 
- “Encourage 
them to provide 
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care for their 
baby such as 
feeding, bathing, 
holding, taking 
temperature, 
dressing, reading, 
or rocking.” 
- Those 
experiencing 
multiple births 
should encourage 
allowing time for 
each of them to 
say goodbye. 
- “Be sure to 
honor rituals and 
religious 
ceremonies that 
are important to 
the family during 
this time.” 
- Details 
regarding holding 
the baby during 
death, those 
present at the 
bedside, comfort 
measures and any 
special needs or 
wishes should be 
reviewed when 
possible.  Holding 
their infant may 
be difficult, 
reassure the 
parents that 
someone will 
hold the baby and 
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the baby will not 
be alone. 
- Review 
equipment needs 
and how to ensure 
that there is no 
intrusion into 
their time with 
their baby. 
- The 
family/parents 
appreciate any 
items used to care 
for their baby as 
mementos.  
Footprints, hand 
and foot molds, 
lip prints, 
clothing, 
blankets, stuffed 
animals are items 
to be considered 
as mementos. 
- Follow up with 
the family after 
discharge in the 
form of written 
notes or emails 
demonstrate the 
“care and 
concern” for the 
recovering 
family. 
 
  
Toce, 2007 
 
Level of 
Purpose: To 
examine the role 
of Antenatal 
Hypothesis: 
NA 
 
Design: 
Expert 
Opinion/ 
Sample/ 
Setting: 
NA 
NA 
 
Findings: 
- Antenatal 
Advance Care 
Conclusions: 
- The Advance 
Care planning 
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Evidence = 5 
 
Source of 
funding: none 
mentioned 
 
Advance Care 
Planning for the 
families that 
continue the 
pregnancy after 
receiving the 
prenatal diagnosis 
of “fetal 
anomalies 
associated with 
early death.” 
 
Framework: 
none noted 
Limited 
Case 
presentation 
 
Recruitmen
t: 
 
Participant
s: 
 
Instrument
s: 
  
Planning and 
Perinatal 
Palliative Care 
possible through 
the improving 
prenatal 
diagnosis, 
“understanding 
palliative care, 
hospice principles 
and perinatal 
grief.” 
- Advance Care 
Planning 
includes: 
   Environment/ 
Site of care 
   Physical needs 
   Psychosocial/ 
Spiritual needs 
   “Practical issues 
- Birth Plan 
includes the 
following: 
delivery 
decisions- timing, 
mode, site, fetal 
monitoring, 
interventions for 
signs of fetal 
distress, people 
present in 
delivery room, 
siblings, 
medications, 
holding the baby, 
cord cutting. 
- Resuscitation 
process assists in 
the 
implementation 
of “perinatal 
palliative care 
principles…”  
These support the 
“physical 
comfort, 
psychosocial and 
spiritual needs, 
family centered 
decision-making 
and logistical 
planning.” 
- The process 
supports the 
parents’ gaols of 
focusing on the 
life of their baby, 
feeling competent 
to parent, and 
integrating the 
brief life of their 
newborn into the 
fabric of the 
extended family.” 
 
Strengths: 
- 
Recommendation
s from expert and 
published in 
ChiPPS: 
Children’s Project 
on 
Palliative/Hospice 
Services, a 
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efforts 
- Care of the 
newborn after 
delivery and 
where that will 
take place, 
caregivers 
identified, feeding 
of the infant 
(breastfeeding) if 
possible, 
monitoring, 
comfort 
measures, 
mementoes, 
ceremonies 
and/or rituals, 
testing 
- Plans for 
discharge, 
resources, where 
the parents want 
the baby to die 
- Autopsy 
discussions/decisi
ons 
- Memorial 
services, 
resources 
  
program of the 
National Hospice 
and Palliative 
Care 
Organization 
- Specific and 
detailed 
description of 
“anticipatory 
guidance” 
supporting the 
advance care plan 
process and 
documentation. 
 
Limitations:  
- 
Recommendation
s based on 
observations and 
encounters with 
families.  
 
 
Williams, 
Munson, 
Zupancic & 
Kirpalani, 2008 
 
Level of 
Evidence = 5 
 
Purpose: To 
provide a 
“practical and 
consistent 
approach” to 
bereavement care 
with “clear and 
consistent 
Hypothesis: 
NA 
 
 
Design: NA 
 
Recruitmen
t: NA 
 
Instrument
s: NA 
 
Sample/ 
Settings: 
NA 
 
 
 
 
 Findings: 
- Many parents 
want to be 
involved in the 
decision-making 
regarding end-of-
life care for their 
baby. 
Conclusions: 
- Perinatal loss is 
a journey for the 
parents 
- All members of 
team need to 
provide effective 
care 
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Source of 
funding: none 
noted 
communication, 
shared decision-
making, physical 
and emotional 
support and 
follow-up 
medical, 
psychological and 
social care.” 
 
Framework: NA 
Participant
s: NA 
 
 
- Decisions 
regarding 
delivery: timing, 
mode, 
resuscitation 
efforts 
- Naming the 
baby validates the 
“identity” 
- Prepare the 
family for the 
physical changes 
in dying process- 
skin, temperature, 
respirations. 
- Review bathing, 
dressing and 
wrapping the 
baby- physical 
contact 
- Comfort 
measures for the 
infant 
- Making 
memories, 
keepsakes, 
certificates of 
birth and death, 
burial and funeral 
plans, 
cultural/religious 
rituals, support 
for financial and 
other aspects of 
the care and 
arrangements. 
- Physical contact 
after death should 
- “Unique skill 
set” is required to 
provide perinatal 
bereavement care 
- “It is difficult to 
randomize 
interventions 
aimed toward 
perinatal 
bereavement.” 
 
Strengths: 
- Expert 
recommendation 
from Canada and 
the United States 
- Specific, 
detailed contents 
that can be 
included in the 
Advance Care 
Birth Plan 
- Utilized 
concepts to frame 
recommendations 
i.e.: “Building 
trust, Shared 
decision-making” 
 
Limitations:  
- “no randomized 
controlled trial 
interventions on 
perinatal 
bereavement.” 
- Very little 
discussion 
surrounding the 
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be supported 
- Testing: 
genetics, skin 
biopsy, x-rays, 
examinations, 
autopsy decisions 
should be 
reviewed 
 
 
 
Advance Care 
Birth Plan, no 
examples 
although it does 
mention how it is 
“emerging.” 
Wool, 2012 
 
Level of 
Evidence = 4 
 
Source of 
funding: none 
Purpose: “The 
purpose of this 
article is to 
present scientific 
findings 
associated with 
perinatal 
palliative care 
delivery, identify 
gaps in nursing 
science, and 
provide 
implications for 
knowledge 
development and 
clinical practice.” 
 
Framework:  
Hypothesis:  
NA 
 
Design: 
 
Recruitmen
t: 
NA 
 
Instrument
s: 
NA 
 
Participant
s: 
NA 
Sample: 
“Inclusion 
criteria 
included 
empirical 
studies 
written in 
English 
that 
focused on 
experiences 
of parents 
who opted 
to continue 
a 
pregnancy 
in which 
the fetus 
had a life-
limiting 
condition 
or on 
perinatal 
palliative 
care.”   
- 20 studies 
included 
NA Findings: 
- NCP’s Domain 
1: Structure and 
processes of care- 
this highlights the 
need for a plan of 
care.  Individual, 
special 
adjustments for 
care were 
appreciated by 
parents.  
Listening to the 
fetal heartbeat, 
viewing the 
ultrasound 
pictures assisted 
bonding.  Fetal 
monitoring was 
not utilized in 
85% of the cases 
during labor but 
this was part of 
the care plan 
reviewed and 
reflective of 
parents’ wishes. 
Conclusions: 
- More research is 
needed to explain 
what will benefit 
parents who have 
continued the 
pregnancy after 
the baby has been 
diagnosed with a 
life-limiting 
condition. 
- Need for “more 
formalized 
process” 
 
Strengths: 
- 
Recommendation
s were drawn 
from empirical 
studies that 
contribute to the 
“knowledge base 
of perinatal 
palliative care.” 
- National 
Consensus 
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- Sources 
include: 
PubMed, 
Ovid, 
PsycInfo, 
CINAHL 
and 
Medline 
from 1995 
to July 
2012 
- Search 
terms: 
Perinatal 
palliative 
care and 
perinatal 
hospice 
-“research 
with less 
than 5 
participants 
was 
excluded” 
 
 
The majority of 
parents opted for 
a vaginal 
delivery.  Parents 
felt a conflict 
over control of 
their delivery 
options.  Due to 
perceived poor 
communication of 
ultrasound 
findings and 
provider bias 
regarding the 
presentation of 
options, good 
communication 
and 
documentation of 
the plan of care is 
supported along 
with the 
involvement of 
the Palliative 
Care team. 
The nurse and 
ACBP offer the 
parents consistent 
communication, 
reduction in 
fragmentation of 
care, including 
addressing the 
spiritual, 
psychosocial 
needs. 
- Domain 2: 
Physical Aspects 
Project (NCP) 
clinical practice 
guidelines for 
quality palliative 
care utilized to 
compare and 
identify common 
themes 
 
Limitations: 
- “no 
experimental or 
quasi-
experimental 
studies were 
found” 
- “Six qualitative 
studies, all 
descriptive” 
- NCP documents 
several guidelines 
but no structure, 
organized 
Advance Care 
Birth Plan 
(ACBP) template 
is included. 
- No standardized 
model of ACBP 
to begin the 
process of 
randomized 
studies/evaluation
/validation 
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of Care- supports 
early consultation 
with the 
neonatologist.   
- Domain 3: 
Psychological and 
Psychiatric 
Aspects of Care- 
ongoing 
assessment with 
evidence-based 
interventions 
Recognizing the 
parents and the 
infant- naming 
the baby, 
maintaining hope, 
preparing for 
what may happen 
- Domain 4: 
Social Aspects of 
Care: Societal 
Isolation and 
Invalidation- 
forming the 
ACBP reflective 
of the 
individualized 
wishes  
- Domain 5: 
Spiritual, 
Religious and 
Existential – 
addresses the 
spiritual needs, 
background, 
beliefs, rituals, 
practices.  
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Naming the baby 
and addressing 
the baby by name 
was again 
emphasized.  
- Domain 6: 
Cultural Aspects 
of Care- culture 
and sensitivity 
with 
competencies is 
essential 
- Domain 7: Care 
of the Imminently 
Dying Patient- the 
ACBP is 
important as the 
clinical aspect 
becomes clearer.  
Preferences for 
care are 
documented in 
the ACBP 
- Domain 8: 
Ethical and Legal 
Aspects of Care- 
the ACBP 
demonstrates the 
respect for the 
patient’s 
decisions, goals, 
wishes and 
choices- ethical 
tenets of 
autonomy, 
justice, 
beneficence, 
nonmaleficence 
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veracity and 
informed consent 
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Appendix B: Advance Care Birth Plan
¹This “Care Plan” represents wishes for labor, delivery, postpartum and neonatal care.  We know that you and your baby 
may have special needs during your stay at______________ Hospital.  These plans may need to change accordingly to 
the situations that develop during your stay.  We hope this guide can serve a plan for those caring for you and your 
baby.   
²_______________________________ has been diagnosed with _________________________________ 
              (Baby name)                                                                                                 (Medical Condition) 
³_______________________________________           _________________________________________ 
                (Mother’s full name & MR#)                                                 (Father/Partner’s Full Name) 
⁴Siblings Names & Ages:                                                                                                                                                       
⁵Other Family to be present: 
                                               
⁶Obstetrician   ___________________________           ⁷Pediatrician   _______________________________ 
⁸Neonatologist __________________________            ⁹MFM _____________________________________ 
¹⁰Best EDC:   _____________________________   
Sec. A 
Item 
# 
Content Validation 
Percentage (50-100%) Was there any information omitted in this section? Comments 
1    
2    
3    
4    
5    
6    
7    
8    
9    
10    
          
Labor and Delivery 
 ¹We want/do not want (circle one) the heartbeat to be monitored during labor. 
 ²We want/do not want (circle one) to be delivered if the fetus shows signs of deterioration. 
 ³If there is a loss of the heartbeat prior to delivery, we want/do not wish  (circle one) to be informed. 
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 ⁴Preferences for pain management and medications during labor and delivery are:  
__________________________________________________________________________________________________
__________________________________________________________________________________________________ 
 ⁵We want/do not want (circle one) a cesarean section for fetal distress. 
 ⁶If the baby’s condition warrants induction of labor, is this acceptable.    
                                     _____ Yes   _____ No 
            ⁷We would request that baby be handed immediately after delivery to mother/father or _______. 
            ⁸Comfort measures may include: 
              ______ ⁹Medication (to promote comfort and ease of pain) 
              ______ ¹⁰Oxygen 
              ______ ¹¹Skin to skin contact 
              ______ ¹²Feeding or other oral comfort measures (pacifiers, breast milk, formula, sugar water)  
         ¹³If your baby is not breathing is it ok to intervene, including placement on a ventilator.   
                                                     ______ Yes   ______ No 
         ¹⁴If your baby does not have a normal heartbeat is it ok to use chest compressions and medications.   
                                                      ______ Yes   ______ No 
         ¹⁵We would/would not  like (circle one) a ritual (blessing, baptism, or naming ceremony) performed after the baby 
is born.  We would like _____________________ (name and phone #) to perform this ritual.   A hospital chaplain is also 
available at all times. 
¹⁶Special requests include: 
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________ 
Sec. B 
Item 
# 
Content Validation 
Percentage (50-100%) Was there any information omitted in this section? Comments 
1    
2    
3    
4    
5    
6    
7    
8    
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9    
10    
11    
12    
13    
14    
15    
16    
 
 
Comfort Care after Delivery 
 ¹The Labor and Delivery Staff understand that you will want as much time with your baby as possible.  They will 
not do any procedures to you or your baby without discussing it with you. 
______ ²We would like our baby to stay in the room as long as possible. 
______ ³We would like to bathe/dress our baby. 
______ ⁴We would like the nurse to dress/bathe our baby. 
______ ⁵We will bring our own outfit to dress our baby. 
 
Feeding your baby 
 ⁶We would like to attempt to: 
                       _____ Breast-feed or _____ Bottle-feed or _____ both _____ neither 
 ⁷If baby is unable to suck or swallow, then we may be offered options of feeding by dropper, spoon or nasal 
tube. 
 ⁸Lactation consults are available to discuss breast care including how to dry up breast milk or donating breast 
milk. 
Sec. C 
Item 
# 
Content Validation 
Percentage (50-100%) Was there any information omitted in this section? Comments 
1    
2    
3    
4    
5    
6    
7    
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8    
 
Sibling Education 
 ¹We understand our other child/ren need to be prepared for the baby’s death.   
_____ ²We would like help talking to our children. 
_____ ³We have professional support (school counselor, child developmental specialist, pastor or priest, 
pediatrician) who can help us talk to our other children. 
_____ ⁴We feel comfortable talking about this to our other children ourselves. 
 
 
Plans for Home Care 
 ⁵Community homecare-nursing is available for help at home.  A nursing agency would be involved to care for 
your newborn and provide support to you, your other child/ren, and your family.  They provide compassion, 
understanding, and a level of deep commitment by bringing heartfelt physical, emotional, and spiritual care to 
families and those living with a life-limiting illness. 
End of Life Care 
 ⁶Labor and delivery will give mementos to honor and remember your baby.  These mementos will be given in a 
keepsake box.   
 ⁷We have made arrangements for a funeral/memorial service at __________________________ 
                                                                                                                 (Name/phone # of funeral home) 
 ⁸We would like to use the hospital cremation service.   _____ Yes   _____ No 
Sec. D 
Item 
# 
Content Validation 
Percentage (50-100%) Was there any information omitted in this section? Comments 
1    
2    
3    
4    
5    
6    
7    
8    
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¹Additional Testing: will be offered to determine the cause of your baby’s condition, including: 
 ²Physical exam by a pediatric genetics doctor 
 ³Blood tests 
 ⁴X-rays 
 ⁵Autopsy 
⁶Additional requests include: 
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________ 
 
⁷Parent Signature: _______________________     Parent Signature: ______________________________ 
⁸Guardian (if minor): _____________________     ⁹Date: ________________________________________ 
¹⁰Physician completing form: 
_____________________________________________________________________________    
¹¹(Please indicate if you are the Primary OB, Primary Pediatrician, Neonatologist or the MFM)  
¹²Please forward this document to all indicated physicians as well as the Labor and Delivery Department at Hospital.   
 ¹³Case Conference Notes: (Date and Time) 
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
_________________________________________________________________________________________________  
¹⁴Those attending: 
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________ 
 
 
 
 
 
 
Sec. E Content Validation Was there any information omitted in this section? Comments 
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Item 
# 
Percentage (50-100%) 
1    
2    
3    
4    
5    
6    
7    
8    
9    
10    
11    
12    
13    
14    
 
 
Overall Content Validation 
Percentage 
Omission Information Comments 
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Appendix C: Expert Letter 
Cheryl J. Bonecutter RNC, WHNP-BC, MSN, DNP(c)   
Patti R. Zuzelo, EdD, RN, ACNS-BC, CRNP, FAAN (Faculty Advisor and Primary Investigator) 
 
Drexel University 
Expert Name 
Affiliation 
Address 
 
Dear Expert, 
First please accept my appreciation for assisting me and my Primary Investigator and Faculty Advisor, Dr. Patti Zuzelo by 
contributing to this meaningful project.  As you may know, Perinatal Palliative care for infants with life-limiting conditions and their 
families is not readily available throughout the United States.  Literature, research and program development resources are limited and 
gaps exist in validation of applicable tools.  After collecting and reviewing available, relevant literature, I have developed an Advance 
Care Birth Plan to provide anticipatory guidance for healthcare providers and families expecting babies with a life-limiting condition.   
This project has been approved by the Institutional Review Board of the University of Texas Health Science Center San Antonio on 
April 9th, 2015 and the Institutional Review Board at Drexel University as exempt on April 24th, 2015.  Your identity and other 
confidential information need not be shared as a consequence of this content validation project.  Your informed consent will be 
implied by virtue of your return of the completed Advance Care Birth Plan content validation tool with your professional ratings and 
comments.   
Enclosed you will find the Advance Care Birth Plan tool and a self-addressed, certified mail envelope for you to return the completed 
Advance Care Birth Plan with your comments and ratings.  You may choose to receive an electronic version of the Advance Care 
Birth Plan for review and return by contacting me via email at cjb57@drexel.edu.  At the end of each section, a table has been inserted 
for you to evaluate the content by rating each identified item with a percentage.  There is an area for documenting any omissions in the 
section that you may have identified and another area for your comments.  If there is a number identifying the selected item but no 
other numbers identifying content on that line, I ask that you rate the content of the entire line.  Content clarity, sentence structure and 
overall tool content ratings are also included on the tool for validation.   
The assignment of a percentage in a range from 50% to 100% should be based upon your professional opinion as to whether the 
specific item is necessary for inclusion on the Advance Care Birth Plan.  A rating of 50% would indicate that the item may or may not 
be identified by you as requiring inclusion.  Ratings moving toward 100% would indicate higher strength toward inclusion on the 
Advance Care Birth Plan. 
This content validation process will be utilizing a scale from 50% to 100%.  A rating of 50% for a specific item(s) would indicate the 
expert’s ambivalence regarding its inclusion in the Advance Care Birth Plan.  A rating of 100% would indicate the expert’s conclusion 
that the item is necessary for inclusion in the Advance Care Birth Plan.  A rating between 50% and 100% would indicate that the 
expert’s rating favors more toward inclusion into the Advance Care Birth Plan.  The closer to 100% the more strongly the expert feels 
toward inclusion.   
Thank you again for your expertise and participation in this content validation project of the Advance Care Birth Plan.  Should you 
have any questions or require clarification, please don’t hesitate to contact me at cjb57@drexel.edu and/or (210) 854-4803. 
Sincerely yours, 
 
Cheryl J. Bonecutter RNC, WHNP-BC, MSN, DNP(c) 
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Appendix D: Perinatal Palliative Care Intake 
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Note. From “Perinatal Palliative Care: The Nursing Perspective,” by Sharon G. Kauffman, BSN, RN; Carolanne 
B. Hauck, MA, BA; & Deborah A. Mandel, PhD, MSN, RNC-OB 2010, Nursing for Women’s Health, 
vol. 14, issue 3, p. 191-192. Copyright 2010 by Wiley-Blackwell. Referenced without permission under 
Fair Use. 
Running Head: CONTENT VALIDATION  73 
Appendix E: External Expert Professional Survey Results 
Section Item # External 
Expert 
#1- ST 
External 
Expert 
#2- JRB  
External 
Expert 
#3- MH 
External  
Expert 
#4- BC 
External  
Expert 
#5- KS 
Congruency 
Average 
Percentage 
Comments-content & omissions 
A: 1: ¹This “Care Plan” represents 
wishes for labor, delivery, 
postpartum and neonatal care.  
We know that you and your baby 
may have special needs during 
your stay at______________ 
Hospital.  These plans may need 
to change accordingly to the 
situations that develop during 
your stay.  We hope this guide can 
serve a plan for those caring for 
you and your baby.   
 
100% na 80% 100% 100% 95% Goals of Care 
“Depending on who is filling this out you may want to 
avoid abbreviations” 
“This assumes that site of delivery has been determined. 
The rest of the document is primarily in the parents’ 
“voice” should be consistent throughout. There is a place 
at the end of the physician’s signature, so whose voice is 
it? I think that this should be considered as preliminary or 
contingency plan.  Or more accurately, this describes the 
parents’ preferences for care. I recommend saying 
something like “this plan may change if your preferences 
change or if additional information available about the 
baby after birth changes the appropriate treatment. The 
Rockford birth plan has some nice wording about this.” 
 2: 
²___________________________
__     (Baby name)                                                                                                 
has been diagnosed with 
___________________________
___ 
 (Medical Condition) 
 
100% na 100% 100% 100% 100%  
 3: ³_________________ 
 (Mother’s full name & MR#)                                                 
____________________       
(Father/Partner’s Full Name) 
 
100% na 100% 100% 100% 100%  
 4: ⁴ Siblings Names & Ages:                               100% 100% 100% 90% 100% 98% “Family to be present where and when?” 
 5: ⁵ Other Family to be present: 
 
20% 100% 100% 80% 100% 80% “Support people, belongs elsewhere” 
“I would simply say others” 
“other family to be present: during counseling or delivery 
or both” 
 6: ⁶ Obstetrician:  
___________________________            
100% 100% 100% 100% 100% 100%  
 7: ⁷ Pediatrician   
_____________________ 
100% 100% 100% 100% 100% 100%  
 8: ⁸ Neonatologist 
_____________________            
100% 100% 100% 100% 100% 100%  
 9: ⁹ MFM 
_____________________ 
 
100% 100% 100% 100% 100% 100% Other consultants could fill in geneticist, cardiologist, 
surgeon… 
“MFM” write out” 
 10: ¹⁰ Best EDC:   
_____________________  
 
100% 100% 100% 100% 100% 100% “Best EDC, confirmed by_______.” 
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B:  
Labor and Delivery 
 
1: ¹We want/do not want (circle 
one) the heartbeat to be monitored 
during labor. 
100% na 90% 100% 100% 97.5% Mode of monitoring, internal, external, videotaping? 
“Do they have a choice?” 
 2: ²We want/do not want (circle 
one) to be delivered if the fetus 
shows signs of deterioration. 
0% na 90% 100% 100% 72.5 “Add maternal health factors” 
Concerns about legality & choice 
“What do you mean (deterioration)?” 
“Fetus”- is there a better term? 
 
 3: ³If there is a loss of the 
heartbeat prior to delivery, we 
want/do not wish (circle one) to 
be informed. 
 
100% na 50% 100% 100% 87.5% Concerns about legality & choice 
“This should be an organic and personal/situational call, 
not in plan” 
 4: ⁴ Preferences for pain 
management and medications 
during labor and delivery are:  
100% 100% 100% 100% 100% 100% “Suggest listing choices like IV, epidural, etc.” 
(comments by 2 experts) 
 5: ⁵ We want/do not want (circle 
one) a cesarean section for fetal 
distress. 
100% 100% 60% 100% 100% 92% Maternal indications for C/Section… 
“Do they have a choice?” “or augmentation” 
 6: ⁶ If the baby’s condition 
warrants induction of labor, is this 
acceptable.    
            _____ Yes   _____ No 
100% 100% 100% 80% 100% 96% “warrants induction” seems imprecise 
 7: ⁷ We would request that baby 
be handed immediately after 
delivery to mother/father or 
_______. 
 
100% 100% 100% 100% 100% 100% Who should cut the cord? Neonatology evaluation 
 8: ⁸ Comfort measures may 
include: 
 
100% 100% 100% 100% 100% 100% Comfort measures- for mom, for baby? (comments by 
two experts) 
 9: ______ ⁹ Medication (to 
promote comfort and ease of pain) 
 
100% 100% 100% 100% 100% 100% Route of medication 
“But… it is very rare a newborn needs pain meds in 1st 
hour.” 
 10: ______ ¹⁰ Oxygen 
 
100% 100% 100% 100% 100% 100% Suction? 
“But … need to add “blow by” & bag & mask and non-
invasive CPAP as options.” 
 11: ______ ¹¹Skin to skin 
contact 
 
100% 100% 100% 100% 100% 100%  
 12: ______ ¹²Feeding or other 
oral comfort measures (pacifiers, 
breast milk, formula, sugar water)  
 
100% 90% 100% 100% 100% 98% Route of feeding, I would add a comment about artificial 
nutrition/hydration such as “if my baby cannot suck, I 
wish/do not wish to consider artificial nutrition (tube 
feeding) or fluids by vein” 
 13: ¹³If your baby is not 
breathing is it ok to intervene, 
including placement on a 
100% 100% 100% 100% 100% 100% “Is there anything short of a ventilator to ask about? 
“But …use words that include “placing a breathing tube 
in the baby’s airway.” 
“May want to discuss prognosis” 
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ventilator.                                                    
______ Yes   ______ No 
 
“CPAP?” 
 14: ¹⁴ If your baby does not 
have a normal heartbeat is it ok to 
use chest compressions and 
medications.                                             
______ Yes   ______ No 
 
100% 100% 100% 100% 100% 100% Break this down to two questions- chest compressions, 
medications. (Comments by two experts) 
“Before …. Placement on a ventilator” 
“May want to talk about NRP procedures & prognosis.” 
 15: ¹⁵ We would/would not  like 
(circle one) a ritual (blessing, 
baptism, or naming ceremony) 
performed after the baby is born.  
We would like 
_____________________ (name 
and phone #) to perform this 
ritual.   A hospital chaplain is also 
available at all times. 
100% 100% 100% 100% 100% 100% “Will every hospital have chaplain at all times? 
 16: ¹⁶ Special requests include: 100% 100% 100% 100% 100% 100% “I would put in this section preferred attendees at the 
delivery.” 
C- Comfort Care 
after Delivery 
 
1: ¹The Labor and Delivery Staff 
understand that you will want as 
much time with your baby as 
possible.  They will not do any 
procedures to you or your baby 
without discussing it with you. 
 
20% 100% 100% 100% 100% 84% Site of care for the baby should be addressed. Should add 
preference re: preventative care such as Vitamin K, eye 
Prophylaxis, metabolic screening, and hearing screening. 
“Is this always a safe assumption? 
 2: ______ ²We would like our 
baby to stay in the room as long 
as possible. 
100% 100% 100% 100% 100% 100% “Will there be an outer limit, if so be up front.” 
 3: ______ ³We would like to 
bathe/dress our baby. 
100% 100% 100% 100% 100% 100%  
 4: ______ ⁴ We would like the 
nurse to dress/bathe our baby. 
100% 100% 100% 100% 100% 100%  
 5: ______ ⁵ We will bring our 
own outfit to dress our baby. 
60% 100% 100% 100% 100% 92%  
Feeding your baby 
 
6: ⁶ We would like to attempt to: 
_____ Breast-feed or _____ 
Bottle-feed or _____ both _____ 
neither 
100% 100% 100% 100% 100% 100% Comments in sentence structure 
 7: ⁷ If baby is unable to suck or 
swallow, then we may be offered 
options of feeding by dropper, 
spoon or nasal tube. 
100% 100% 100% 100% 100% 100% Do you want to address artificial hydration as well? 
 8: ⁸ Lactation consults are 
available to discuss breast care 
including how to dry up breast 
milk or donating breast milk. 
100% 100% 100% 100% 100% 100%  
D- Sibling 1: ¹We understand our other 100% 100% 100% na 50% 87.5% What about grandparents? 
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Education 
 
child/ren need to be prepared for 
the baby’s death. 
“Needs work-as written is coercive” “leading” 
“Outstanding… add section for resource list given.” 
 2: _____ ²We would like help 
talking to our children. 
100% 100% 100% na 100% 100%  
 3: _____ ³We have professional 
support (school counselor, child 
developmental specialist, pastor 
or priest, pediatrician) who can 
help us talk to our other children. 
 
100% 100% 100% 100% 100% 100% “What about sibling visitation?” 
“Pastor, priest, rabbi, elder or other spiritual advisor” 
“What about personal support (friends, family)?” 
“Add contact information” 
 4: _____ ⁴ We feel comfortable 
talking about this to our other 
children ourselves. 
100% 100% 100% 100% 100% 100% “But… add: But may want help in the future.” 
Plans for Home 
Care 
 
5: ⁵ Community homecare-
nursing is available for help at 
home.  A nursing agency would 
be involved to care for your 
newborn and provide support to 
you, your other child/ren, and 
your family.  They provide 
compassion, understanding, and a 
level of deep commitment by 
bringing heartfelt physical, 
emotional, and spiritual care to 
families and those living with a 
life-limiting illness. 
100% 100% 100% 100% 100% 100% Need to specify site of care. Not all families want to/can 
care for the baby at home. 
“Add resource note” 
“Is this true for all hospitals & communities?” 
“&/or hospice” “But… shouldn’t it also say … 
“Homecare or hospice nursing is available.” (comments 
by 2 experts) 
End of Life 
Care 
 
6: ⁶ Labor and delivery will give 
mementos to honor and remember 
your baby.  These mementos will 
be given in a keepsake box.   
 
100% 100% 100% 100% 100% 100% Preferred site of death, who to call as death is near, who 
will declare death, who will call coroner/medical 
examiner, team members to notify, suitability for 
organ/tissue donation, mode of transport to funeral home, 
mode of transport to hospital if autopsy is chosen… What 
is plan for bereavement follow up? 
“You will be able to decide when and where to view these 
items.” 
“May want to expand on mementos.” 
 7: ⁷ We have made 
arrangements for a 
funeral/memorial service at 
__________________________ 
                                                                                                             
(Name/phone # of funeral home) 
100% 100% 100% 100% 100% 100% Add “we would like recommendations for funeral 
homes…” 
“or would like help in making…” 
 8: ⁸ We would like to use the 
hospital cremation service.  
 _____ Yes   _____ No 
100% 100% 100% 100% 100% 100% “hear about or learn about…” “This presumes they know 
what is done.” 
E 1: ¹Additional Testing: will be 
offered to determine the cause of 
your baby’s condition, including: 
 
100% 100% 100% 100% 100% 100% Change “will be” to “may” (comments x 2 experts) 
“if not covered by insurance, parents may want to opt out 
so they need to know this and be given an choice.” 
 2: ²Physical exam by a pediatric 
genetics doctor 
100% 100% 100% 100% 80% 96% “w/caveat of “may” 
“simply say pediatrician” 
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 3: ³Blood tests 
 
100% 100% 100% 100% 80% 96% “Is this truly available?” ”Are these always an option” 
I would specify a choice “blood tests for genetic 
testing____” and “other blood tests ____.” It is really 
necessary to know in advance what tests need to be done. 
”Are these always an option” 
“May include genetic testing” 
 4: ⁴ X-rays 
 
100% 100% 100% 100% 80% 96% “X-rays ___________””Are these always an option” 
“Is this truly available?”  
 5: ⁵ Autopsy 
 
100% 100% 100% 100% 80% 96% “autopsy full with attention to ______ or partial only 
looking at _______.” 
“Is this truly available?” ”Are these always an option” 
“may include tissue samples for genetics” 
“… which may be a complete or limited exam at your 
discretion” 
 6: ⁶ Additional requests include: 100% 100% 100% 100% 100% 100% “Add: placenta studies for pathology” 
 7: ⁷ Parent Signature: 
_______________________     
Parent Signature: 
___________________________
___ 
100% 100% 100% 100% 100% 100%  
 8: ⁸ Guardian (if minor): 
_____________________      
100% 100% 100% 50% 100% 90% “Even if a minor, mothers can make choices for their 
baby” 
 9: ⁹ Date: 
___________________________
___ 
100% 100% 100% 100% 100% 100%  
 10: ¹⁰ Physician completing 
form: 
___________________________
___ 
100% 100% 70% 100% 50% 84% “Is it always a physician” 
“Good inclusion but overall need to clarify origin 
(parent/provider) of this document.” 
 11: ¹¹(Please indicate if you are 
the Primary OB, Primary 
Pediatrician, Neonatologist or the 
MFM)  
 
50% na 100% 100% 50% 75% “Is it always a physician” 
“Is this a provider or parent or either?” 
“What about a palliative care doctor- can’t they sign?” 
 12: ¹²Please forward this 
document to all indicated 
physicians as well as the Labor 
and Delivery Department at 
Hospital.   
 
100% na 100% 100% 50% 87.5% “Is it always a physician” 
“May want to change this to check off boxes to when you 
sent it, to whom and fill in names specifically.” (no score 
assigned) 
 13: ¹³Case Conference Notes: 
(Date and 
Time):_____________________ 
100% na 100% 100% 50% 87.5% You might include a spot for updates with date and time. 
“Is there always a case conference” 
“Excellent for follow-up” 
“I would place on next page- conference notes should be 
longer for specific areas.” (no score assigned) 
 14: ¹⁴ Those 
attending:___________________
__ 
100% na 100% 100% 50% 87.5% “Is there always a case conference” 
“Excellent idea” (no score assigned) 
Overall %  96.43% 99.85% 97.80% 98.44% 94.04% 97.31% “Unsure of origin (initiation) of this document-provider 
or maternal” 
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overall 
congruency 
average 
percentage 
“Generally excellent” 
“Almost everything that you have listed is appropriate to 
include.” 
- “Overall a great, useful document.  In the end- I get 
confused by the inconsistencies- sometimes there are 
family-focused questions, at times it looks like a list of 
care options.  I did not realize until the end it is physician 
led… and a big questions will be is it always be MD 
offered?” 
 
- “This is a needed form/document!” 
 
 
Other Recommendations: 
- Keep “Voice” consistent 
- Preliminary or contingency plan 
- describes parents’ preferences for care 
- Should have statement regarding the plan can change if preferences change or if additional information is available about the baby 
   After birth changes the appropriate treatment 
- Family to be present where and when- relocate this elsewhere. 
- Medical conditions might be diagnosis or a description 
- change OB to obstetrical provider, pediatric provider 
- Spell out “MFM” or High risk obstetrician, cluster providers, and spell out “MR # & EDC” 
- You may want to assign a nurse to the case as well. 
- ? Case Management or Social Worker 
 
 
Running Head: CONTENT VALIDATION  79 
Appendix F: Revised Advance Care Birth Plan
This “Care Plan” represents the families’ wishes for labor, delivery, postpartum and neonatal care.  Please 
discuss the special needs the family and baby may have during their stay at ________________________ Hospital.  
Reinforce to the family that these plans may need to change according to the situations that develop during their care 
and hospital stay or at their request.  Reinforce that this plan may serve as a guide for the healthcare team.  
__________(baby name)__________ has been diagnosed with ______________(medical condition)_______________ 
 
Mother’s full name & MR#: __________________________________________________________________________ 
Father’s/Partner’s full name: _________________________________________________________________________ 
 
Siblings Names & Ages:  _____________________________________________________________________________ 
Others to be present: (Please indicate name, relationship & any details regarding participation/visitation.) 
__________________________________________________________________________________________________
__________________________________________________________________________________________________ 
 
Obstetrician ___________________________ Pediatrician _______________________________ 
Neonatologist __________________________ Maternal Fetal Medicine Physician ________________________  
Best EDC _____________________________ Determined by LMP or Ultrasound __________________________ 
Labor and Delivery: Discuss the following with the mother/family. 
 Do you want the baby’s heartbeat to be monitored during labor?  
(Explain how the heartbeat is monitored, internally and externally)        _____ Yes     _____ No 
Preferences for monitoring: _____________________________________________ 
 Preferences for pain management and medications during labor and delivery are:  
(Discuss pharmacological, non-pharmacological, IV medications, epidural options) 
__________________________________________________________________________________________________
__________________________________________________________________________________________________ 
 Would you consider a cesarean section if the baby shows signs of distress?  
_____ Yes     _____ No      (This option should be fully discussed with the primary Obstetrician.) 
 
 If the baby’s condition warrants induction of labor, is this acceptable?    _____ Yes     _____ No 
 Who would you request that baby be handed to immediately after delivery? 
______________________________________________ (Please indicate name and relationship.) 
 If possible, who would you request “cut the cord?” 
______________________________________________ (Please indicate name and relationship.) 
 
 (If there is any question regarding the prenatal diagnosis of the baby, the neonatologist may want to 
examine the baby and initiate treatment if the diagnosis is not confirmed by examination.)  
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Comfort measures for the baby may include: (Check all that apply.) 
 ______ Medication (to promote comfort and ease of pain) 
  What is the preferred route of administration? ______________ 
 ______ Oxygen (Circle one: continuous/intermittent) 
 ______ Suction 
 ______ Bag & Mask Respiratory support and/or non-invasive CPAP (Circle one.) 
 ______ Skin to skin contact 
 ______ Feeding or other oral comfort measures (i.e., as available: pacifiers, breast milk, formula, sugar water)  
 
 If your baby is not breathing is it ok to intervene, including placement on a ventilator?  
(Explain intubation & ventilation) ______ Yes   ______ No 
 If your baby does not have a normal heartbeat is it ok to use chest compressions? ______ Yes   ______ No 
 If your baby does not have a normal heartbeat is it ok to use medications? ______ Yes   ______ No 
 
You would/would not like (circle one) a ritual (blessing, baptism, or naming ceremony) performed after the 
baby is born.  You would like _________(name and phone #)________ to perform this ritual.  A hospital chaplain may 
also be available. 
 
Special requests include: 
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________ 
Comfort Care after Delivery 
 Our Labor and Delivery staff will discuss care options and procedures with you.  You may stay in Labor and 
Delivery after your delivery or you can be transferred to another area of the hospital.   
List preferences: ____________________________________________________________________________ 
 Would you like your baby to stay in the room as long as possible? ______ Yes     _____ No       
Options include: ____________________________________________________________________________ 
 Would you like to bathe/dress your baby? ______ Yes     _____ No       
 Would you like the nurse to dress/bathe your baby? ______ Yes     _____ No       
 Would you like to bring your own outfit to dress our baby? ______ Yes     _____ No    
 Would you like the following given to your baby?  
Vitamin K ______ Yes     _____ No Eye Prophylaxis ______ Yes     _____ No       
Metabolic Screening ______ Yes     _____ No Hearing Screening ______ Yes     _____ No         
Feeding your baby 
 Would you like to attempt to feed the baby? (May discuss artificial hydration at this time.) 
_____ Breast-feeding _____ Bottle-feeding _____ both _____ neither (Choose one.) 
 If the baby is unable to suck or swallow, then we may offer options of feeding by dropper, spoon or nasal tube. 
 Lactation consults are available to discuss breast care including how to dry up breast milk or donating breast 
milk.  
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Sibling/Family/Friend Education 
Preparing for the baby’s death.  
(May discuss grandparents, other family members & friends) 
Would you like help talking to your children? _____ Yes     _____ No 
Would you like information on professional support (school counselor, child developmental specialist, spiritual 
advisor, pediatrician) that can help you talk to our other children? _____ Yes     _____ No 
Do you feel comfortable talking about this to your other children? _____ Yes     _____ No 
Notes: 
__________________________________________________________________________________________________
__________________________________________________________________________________ 
 
Plans for Home Care 
Community homecare/hospice care may be available for help at home if needed.  A nursing agency would be 
involved to care for your newborn and to provide support to you, your other child/ren, and your family.  They provide 
compassion, understanding, and a level of deep commitment by bringing heartfelt physical, emotional, and spiritual care 
to families and those living with a life-limiting illness. 
Notes: 
__________________________________________________________________________________________________
__________________________________________________________________________________ 
 
End-of-Life Care  
 Labor and delivery may give mementos to honor and remember your baby.  These mementos will be given in a 
keepsake box. (May discuss details regarding mementos, videotaping and photographs at this time.)  
 
 Have arrangements for a funeral/memorial service been made?        ____(name/phone # of funeral home)____ 
(Provide list of funeral homes if needed.) 
 
 Would like to use the hospital cremation service.   _____ Yes     _____ No 
(Please discuss the process for this option.) 
 
(Please discuss the details regarding the site of death, declaring death, notifying the coroner/medical 
examiner and team members, tissue/organ donation, transport to the funeral home if applicable, autopsy and 
bereavement follow-up plans.) 
Additional Testing may be offered to determine the cause of your baby’s condition, including: 
(Please review insurance coverage for testing and explain that consent for testing may be determined after birth) 
 
 Physical exam by a provider 
 Blood tests i.e., ______________________________________________ 
 X-rays, genetics testing, placental pathology  
 Autopsy  
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Additional requests include: 
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________ 
Parent Signature: ____________________________ Parent Signature: ______________________________ 
Guardian (if minor): __________________________ Date: ________________________________________ 
Physician/Provider/Team member directing Care Plan:  
_____________________________________(name, date and role/title)______________________________________   
 
Please forward this document to all team members as well as the Labor and Delivery Department at 
_________________(name, location)______________________Hospital.  
 
                     (Please indicate below to whom/where the document was sent, their role/title and the date sent.) 
Name Role/Title Initial 
Date  
Update 
sent/date 
Update 
sent/date 
Update 
sent/date 
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Care Conference Notes: 
(Any changes to this document should be initialed, dated and updated in the Care Conference Notes) 
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________ 
Those attending: (Please indicate all attendees name(s), role/title and date for each care conference) 
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________
__________________________________________________________________________________________________ 
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